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Summary: A systematic review and qualitative synthesis of the lived experiences

of the assessment and diagnostic process for fetal alcohol spectrum disorder

What is the problem?

Individuals with lived experience of FASD hold expertise about their own lives and family needs. Understanding their
perspectives on the assessment and diagnostic process for FASD are important for informing the provision of
meaningful, person- and family-centred care.

What is the importance?

The results of the current review provide guidance for clinicians in managing referral pathways, ensuring client- and
family-centred assessment processes, and implementing post-diagnosis intervention and support. Recommendations
in any FASD clinical process to ensure caregivers and people with FASD are appropriately engaged and supported
include identifying any pre-assessment concerns and challenges, considering a range of elements of the diagnostic
assessment process, including the benefits and challenges of receiving a diagnosis, and engaging in post-assessment
planning and adaptions. This will ensure the best quality care for people with FASD and their families.

What are the key findings?

Ten studies were included in the review. A thematic analysis identified ten themes in the lived experiences of
individuals with FASD, which related to four over-arching topics: pre-assessment concerns and challenges, the
diagnostic assessment process, receiving the diagnosis, and post-assessment adaptations and needs.



1. Background and rationale

The Australian Government funded a consortium to review, update, and disseminate guidelines for assessment and
diagnosis of FASD. This systematic review was undertaken as part of the evidence review supporting the revision
process. An overview of the full evidence review is provided in the Administrative and Technical Report. The current
review focussed on understanding the lived experiences of individuals and caregivers of the FASD assessment and
diagnostic process. Lived experience perspectives critically inform the design and development of clinical practice
guidelines. This particularly applies to the assessment and diagnosis of FASD, where the evidence base provides
important implications for managing referral pathways, ensuring client- and family-centred assessment processes, and
implementing post-diagnosis intervention and support.

2. Objectives

To systematically review and synthesise the existing evidence on the lived experiences of individuals and caregivers
who have undertaken a diagnostic assessment for FASD, with the purpose to provide supporting evidence for the
review of the Australian Guide for the Assessment and Diagnosis of FASD.

Research Question
What are the experiences of individuals with FASD and their families of the assessment and diagnostic process?

Population, Interest, Context (PICo) Statement

Population Individuals diagnosed with FASD and/or caregivers of individuals
diagnosed with FASD

Interest Experiences of the assessment and diagnostic process for FASD
Context Any country
3. Methods

3.1 Protocol and registration

A systematic review protocol was registered with the International Prospective Register of Systematic Reviews
(https://www.crd.york.ac.uk/prospero/display record.php?RecordID=230542; PROSPERO Reference:
CRD42021230542). The review was designed according to the Preferred Reporting Items for Systematic Reviews and
Meta-Analysis (PRISMA; Page et al., 2021).

3.2 Study inclusion and exclusion criteria
Inclusion criteria
Criteria for inclusion in the review included:

e published in English

e reported qualitative or mixed methods primary research

e reported lived experiences for individuals and/or caregivers of individuals with FASD

e reported at least one theme relating to the experiences of diagnostic assessment for FASD or receiving a
diagnosis of FASD


https://www.crd.york.ac.uk/prospero/display_record.php?RecordID=230542

Exclusion criteria
Articles were excluded if:

e the study assessed other participants (i.e., health professionals) and data from individuals or caregivers of
individuals with FASD could not be extracted separately

e the study reported only on the experiences of living with FASD rather than the diagnostic assessment
process of FASD or receiving a diagnosis of FASD

e publications were theses, conference proceedings/abstracts or literature reviews.

3.3 Search strategy

Six electronic bibliographic databases were searched from inception until February 2021, and updated in December
2022: PubMed, the Cochrane Library, CINALH, EMBASE, PsycINFO and Web of Science Core Collection.

Search terms used uniformly across databases included:

Alcohol-related terms: prenatal alcohol OR alcohol exposed OR fetal alcohol OR foetal alcohol OR fetal alcohol
spectrum disorder OR foetal alcohol spectrum disorder OR fetal alcohol syndrome OR foetal alcohol syndrome
OR static encephalopathy OR alcohol-related birth defect* OR alcohol-related neurodevelopmental disorder
OR neurobehav* disorder AND alcohol exposed OR neurobehav* disorder AND prenatal alcohol

AND

Lived experience terms: lived OR living OR care* OR caring OR raise* OR parent* OR experience* OR perspective* OR
challeng* OR impact* OR need* OR perceive OR daily life OR daily lives OR benefit* OR risk* OR positive outcome*
OR negative outcome* OR advantage* OR disadvantage*

AND

Assessment and diagnostic process terms: assess* OR diagnos* OR evaluat* OR clinic OR service OR system OR health
care OR support OR screen*

Retrieved references were imported to an Endnote library and duplicate records were removed. References were then
uploaded to Covidence systematic review software. Title and abstracts were independently screened for eligibility
against inclusion and exclusion selection criteria by two reviewers. Full-text publications of the remaining references
were then retrieved and independently assessed by two reviewers. Discrepancies were resolved via discussion with a
third reviewer. Manual screening of reference lists of retrieved full-text publications was performed to identify
relevant publications not identified by the initial search strategy.

3.4 Data extraction

Data were extracted from each study using a standard form that included article information (author, year, country),
stated aim, study design, study population and relevant key findings including stated themes and sub-themes.

3.5 Assessment of risk of bias for included studies

The Critical Appraisal Skills Programme Checklists for Qualitative Studies (CASP, 2021) was used to assess risk of bias
for included studies. The CASP Checklists consider study aims, methodology, participant-researcher relationships,
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ethical issue, recruitment, data collection, data analysis, findings and research value. Items are evaluated as ‘Yes’,
‘Partial’, ‘Unsure’ and ‘No’.

3.6 Data analysis and synthesis methods

A thematic approach was used to synthesise data (Thomas & Harden, 2008). Major themes, sub-themes, and
supporting participant quotes related to lived experiences of the assessment and diagnostic process were extracted
from each article. Extracted data was read line-by-line and coded, with common emerging codes grouped to form first-
level themes. Themes were then categorised into over-arching topics.

3.7 GRADE-CERQual assessment

The Grading of Recommendations, Assessment, Development and Evaluation (GRADE)-Confidence in the Evidence
from Reviews of Qualitative Research (CERQual) was used to assess confidence in the evidence (Lewin et al., 2015).
CERQual provides an assessment of the extent to which each review finding is a reasonable representation of the
phenomenon of interest. Evidence quality assessments are based on four components: methodological limitations,
relevance, coherence, and adequacy of the data. Concerns about evidence quality on each component are rated as:
no/very minor, minor, moderate or serious. Overall confidence has four levels: high, moderate, low, or very low.
Review findings start as ‘high confidence’ and are rated down by one or more levels if there are concerns related to
any of the four components.

4. Results

4.1 Search results and included study characteristics.

Search results are presented in Figure 1. Study characteristics and risk of bias ratings of included studies are presented
in Tables 1 and 2. A list of studies excluded at full-text screening are presented in Appendix 1.

4.2 Review findings and GRADE CERQual assessment

The thematic analysis identified 10 themes in the lived experiences of the assessment and diagnostic process for FASD
that relate to four over-arching topics: 1) pre-assessment concerns and challenges, 2) the diagnostic assessment
process, 3) receiving the diagnosis and 4) post-assessment adaptations and needs.

A summary of these 10 themes and associated GRADE-CERQual assessments are presented in Table 3. A detailed
summary of GRADE-CERQual assessment of confidence in the evidence ratings is provided in Table 4.
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Figure 1. PRISMA flow diagram for the selection of studies.



Table 1. Study characteristics of included studies.

Author(s)
(Year), Country

Research Aim

Participants

Data Collection and
Analysis Methods

Relevant Study Themes?

Chamberlain et

Explore the lived experience of

10 primary caregivers (4 foster parents; 1

Semi-structured

. Caregivers’ aspirations and actions to

al. (2017) the diagnostic process for adoptive parent; 5 legal guardians) of interviews; enhance their child’s future
. caregivers of children with children (aged 6-12 years) who received phenomenological ) )
Australia FASD a FASD diagnosis from a multidisciplinary ~ approach and thematic 2. Increased caregiver uncertainty
specialist diagnostic service analysis 3. Caregiver knowledge and understanding of
FASD
4. Lack of societal knowledge and recognition of
FASD
5. Assessment provided validation and
understanding
6. Process of diagnosis as empowering
Doak et al. Explore the lived experiences of 7 caregivers (3 biological mothers, 1 Semi-structured 1. Receiving a FASD diagnosis had a positive
(2019) Australian caregivers who biological father, 1 maternal interviews; impact
. received a FASD diagnosis for a grandmother and 2 paternal phenomenological ) )
Australia child in their care. grandmothers) of children (aged 3-13 approach and thematic 2. Caregivers’ evaluation of assessment process
years) who attended a specialist analysis 3. Positive support services relative to FASD
multidisciplinary FASD clinic and received
a FASD diagnosis (n = 6) or an at risk of 4. Ongoing difficulties regardless of diagnosis
FASD diagnosis (n = 1). 5. Need for societal knowledge of FASD
Duquette and Gain an understanding of the 11 adoptive parents (middle class from Questionnaire with 1. Obtaining a diagnosis

Stodel (2005)

Canada

school experiences of children
with FASD and to identify the
elements of a successful school
experience from the
perspective of children with
FASD and their parents.

the cultural majority) of an individual
(aged = 9 years) with FASD

open-ended questions
and semi-structured
interviews; Grounded
theory, qualitative
analysis

10



Hamilton et al.
(2020)

Australia

Explore experiences of FASD

diagnostic assessment among

caregivers of detained young
people.

15 caregivers (2 couples, 6 mothers, 5
grandmothers; 10 Aboriginal and 5 non-
Aboriginal caregivers) of young person
(aged 10-17 years) who received a
multidisciplinary FASD diagnostic
assessment as part of a larger FASD
prevalence study among sentenced,
detained youth.

Yarning; ontological
approach with
interpretivist lens and
thematic network
analysis

. Conceptualisation of diagnosis

Diagnostic reports and resources

Post-diagnosis support

Petrenko et al.
(2014)

u.s

Examine system-level barriers
that contribute to the
development of secondary
conditions in FASD

25 parents (1 biological mother, 24
adoptive/foster parents) of individuals
(aged 3 to 33 years) with FASD.

Individual interview or
focus groups;
Phenomenological
approach using
framework analysis.

Delayed diagnosis

. Qualifying for services

. Availability of services

Salmon (2008)

New Zealand

Describe the lived experiences
of biological mothers, from
pregnancy onwards, of a
child/ren diagnosed with FASD

8 biological mothers who had nurtured
or were still living with their offspring
(aged 8.5 to 30 years) diagnosed with

FASD

Unstructured individual
interviews; constant
comparative method,
validity: triangulation

Medical and health professionals abandon
the mothers

Sanders and

Investigate parents’

11 caregivers (3 biological, 7 adoptive, 1

Unstructured individual

. Something’s not right

Buck (2010) experiences raising children foster) of individuals (aged 5 to 21 years) interviews; thematic o ) ]
with FASD with FASD analysis Receiving a diagnosis
Canada
Temple et al. To understand how receiving a 20 adults (aged 18-45 years) who were Survey (open-ended Reactions and thoughts about receiving an
(2021) diagnosis of FASD in adulthood referred to a diagnostic clinic and guestions); qualitative FASD diagnosis
Canada might influence outcomes; and received an FASD after 18 years of age analysis

investigate the long-term
outcomes for individuals
diagnosed with FASD after 18
years of age

11



Thomas and

Explore experiences of

5 biological mothers of children with

Individual semi-

1. Lifeis a series of battles

Mukherjee biological mothers following a FASD (age from 10-29 years). structured interviews;
(2019) diagnosis of FASD in their Interpretative
children phenomenological
U.K .
analytical approach
Watson et al. Examine the experience of 31 parents (biological parents, foster Semi-structured 1. The FASD diagnostic process
(2013) raising a child with a disability parents, adoptive parents, step-parents interviews (individually
. . 2. Afamily’s need for a label
Canad and custodial grandparents) of children or couples), follow-up
anada

with FASD (aged from 1-36 years)

questions by email or
telephone;
interpretative
phenomenological
analysis

aHamilton et al. (2020) presented results as vignettes. Main themes presented in this table have been summarised by the review authors drawing on information presented in

the vignettes.

Table 2. Quality assessment of included studies.

CASP Qualitative Chamberlain et Doaket Duquette& Hamiltonet Petrenko et Salmon, Sanders Temple et Thomas & Watson et

Checklist al., 2017 al., 2019 Stodel, 2005 al., 2020 al., 2014 2008 & Buck, al., 2020 Mukherjee, al., 2013
2010 2019

Clear statement of Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes

aim

Qualitative Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes

methodology

Research design Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes

Sampling Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes

Data collection Yes Yes Yes Yes Yes Partial Unclear Yes Yes Yes

12



Researcher reflexivity
Ethical consideration
Data analysis

Clear statement of
findings

Research value

Partial

Yes

Yes

Yes

Yes

Partial

Yes

Yes

Yes

Yes

No

Unclear

Unclear

Yes

Yes

Partial
Yes
Yes

Yes

Yes

No

Yes

Yes

Yes

Yes

No

Yes

Yes

Yes

Yes

No
Partial
Yes

Yes

Yes

No

Yes

Unclear

Yes

Yes

No
Yes
Partial

Yes

Yes

No

Yes

Yes

Yes

Yes

13



Table 3. Review findings and GRADE-CERQual ratings.

GRADE-CERQual assessment

Review Findings Contributing Studies Confidence Explanation
Rating
Pre-Assessment Concerns and Challenges
Caregiver recognition and help-seeking for child’s challenges: Caregivers 3 studies Moderate Rated down one level due to minor

reported recognising behavioural challenges that prompted them to seek
help. Challenges included oppositional defiance, aggression and severe
impulsivity.

Dismissal of caregiver’s concerns by health professionals: Caregivers
perceived previous health services to be unhelpful and, in some cases,
negative, including not feeling listened to and having their concerns
dismissed

FASD not considered or acknowledged: Caregivers reported that FASD was
not considered as a possible diagnostic outcome, even when caregivers
raised the topic of PAE/FASD with health professionals.

(Chamberlain et al., 2017;
Salmon, 2008; Sanders & Buck,
2010)

3 studies High

(Chamberlain et al., 2017;
Salmon, 2008; Sanders & Buck,
2010)

7 studies High

(Doak et al., 2019; Duquette et
al., 2005; Petrenko et al., 2014;
Salmon, 2008; Sanders & Buck,
2010; Thomas & Mukherjee,
2019; Watson et al., 2013)

concerns related to methodology
limitations of the contributing
studies, minor concerns about
coherence across studies, and
minor concerns related to
assessment of adequacy due to
small sample size and limited data.

Did not rate down. Minor concerns
related to methodological
limitations, although no concerns
related to relevance, coherence or
adequacy.

Did not rate down. Minor concerns
related to methodological
limitations, although no concerns
related to relevance, coherence or
adequacy.

Diagnostic Assessment Process

14



Limited availability of diagnostic assessment services: Caregiver’s described
frustrations with accessing assessment services for FASD due to the limited
number of and long waitlists when services were available.

A safe and supportive environment without judgement is validating and
empowering: Caregivers reported positive experiences with high levels of
satisfaction and feelings of empowerment when attending a specialist FASD
service. This was attributed to welcoming, supportive interactions with
clinic staff who were helpful, reassuring, and respectful without being
judgemental or stigmatising.

Strengths-based diagnostic reports are a valuable resource: The diagnostic
reports were noted as a valuable resource by caregivers to help them and
others working with their child to understand strengths and areas of
vulnerability. Caregivers reported intentions to share reports with future

3 studies

(Petrenko et al., 2014; Thomas
& Mukherjee, 2019; Watson et
al., 2013)

2 studies

(Chamberlain et al., 2017; Doak
etal., 2019)

3 studies

(Chamberlain et al., 2017; Doak
et al., 2019; Hamilton et al.,

Moderate Rated down one level due to minor
concerns related to methodology
limitations, minor concerns about

coherence of findings across
studies, and minor concerns related
to adequacy due to limited data.

Moderate Rated down one level due to very
minor concerns related to
methodological limitations, and
minor concerns related to
relevance of the samples and
adequacy of the data, although no
concerns related to coherence.

High Did not rate down. Very minor
concerns related to methodological
limitations, although no concerns
related to relevance, coherence or

health professionals, social services, youth justice personnel, and school 2020) adequacy.

staff.

Receiving the Diagnosis

Mixed emotions and improved insight: While mixed feelings were 8 studies High Did not rate down. Minor concerns

experienced when receiving a FASD diagnosis, including a sense of relief,
hope and confidence, as well as grief, hopelessness, guilt and shame, the
diagnosis also provided improved understanding and insight

(Chamberlain et al., 2017; Doak
et al., 2019; Duquette et al.,
2005; Hamilton et al., 2020;

Sanders & Buck, 2010; Temple

etal., 2020; Thomas &

Mukherjee, 2019; Watson et al.,

2013)

15

related to methodological
limitations, although no concerns
related to relevance, coherence or
adequacy.



Means to receive appropriate and tailored support: Adult individuals and 6 studies High Did not rate down. Minor concerns
caregivers perceived the benefits of the diagnosis as a means to access ) related to methodological
appropriate support and services tailored to their own/their child’s needs (Chamberlain et al., 2017; Doak limitations, although no concerns

etal, 2019; Duguette et al., related to relevance, coherence or

2005; Hamilton et al., 2020; adequacy.

Temple et al., 2020; Watson et
al., 2013)

Post-Assessment Adaptations and Needs
Aspirations and apprehensions about the future: Caregivers recognised their 2 studies Moderate Rated down one level due to minor
child's strengths, and with appropriate support, expressed aspirations for a concerns related to methodological
fulling life for their child. At the same time, caregivers expressed (Chamberlain et al., 2017; Doak limitations and adequacy. No
apprehension about their child’s future, acknowledging uncertainties etal, 2019) concerns related to relevance or
related to ongoing difficulties and complexities of secondary conditions. coherence.
Accessing supports and services: Caregivers described various service- and 5 studies High Did not rate down. Very minor

family-level barriers in accessing post-assessment support, including a lack
of local FASD-specific services and providers knowledgeable in FASD and
long waitlists for allied health services, as well as family and work
commitments, financial strain and family stress.

(Chamberlain et al., 2017; Doak
et al., 2019; Hamilton et al.,
2020; Petrenko et al., 2014;

Watson et al., 2013)

concerns related to methodological
limitations and minor concerns
related to coherence, although no
concerns related to relevance or
adequacy.

16



Table 4. Summary of review findings and CERQual assessment of confidence in the evidence.

recognition and
help-seeking for
child’s
challenges

(Chamberlain et al.,
2017; Salmon, 2008;
Sanders & Buck, 2010)

All 3 studies had
partial or no
information on
researcher
reflexivity; 1 study
had partial ethics
considerations; 2
studies had
partial/unclear
data collection
methods

1 study from

Australia, 1
study from Ne

W

Zealand, 1 study

from Canada

Perspectives

from range of
caregivers were

represented
including
biological,

adoptive, foster

and legal
guardians.

Individuals

diagnosed with

Within studies:
clear and cogent
findings

Across studies:
minor
inconsistency
across studies —
each described
different
behaviours and
different ages of
children.

Richness: limited
data to gain
understanding of
phenomena
described (1 study
was a participant
quote only; 1 study
didn’t provide any
participant quotes)

Quantity: 3 studies
contributed,
sample sizes ranged
from 8-11, with
total n of 29

Review Theme Studies contributing Methodological Relevance Coherence Adequacy Overall Explanation of
to the review findings limitations Confidence Judgement
in the
Evidence
Pre-Assessment Concerns and Challenges
Caregiver 3 studies Minor concerns No concerns Minor concerns Minor concerns Moderate Rated down one level

due to minor concerns
related to
methodology
limitations, minor
concerns about
coherence of findings
across studies, and
minor concerns
related to adequacy
due to limited data
and small sample size

17




FASD ranged in
age from 5-
30yrs.

Dismissal of
caregiver’s
concerns by
health
professionals

3 studies

(Chamberlain et al.,
2017; Salmon, 2008;
Sanders & Buck, 2010)

Minor concerns

All 3 studies had
partial or no
information on
researcher
reflexivity; 1 study
had partial ethics
considerations; 2
studies had
partial/unclear
data collection
methods

No concerns

1 study from
Australia, 1
study from New
Zealand, 1 study
from Canada

Perspectives
from range of
caregivers were
represented
including
biological,
adoptive, foster
and legal
guardians.

Individuals
diagnosed with
FASD ranged in

age from 5-

30yrs.

No concerns

Clear and cogent
findings within
and across
studies

Very minor
concerns

Richness: sufficient
data to gain
understanding of
phenomena
described.

Quantity: 3 studies
contributed,
sample sizes ranged
from 8-11, with
total n of 29

High

Did not rate down.
Minor concerns
related to
methodological
limitations, although
no concerns related to
relevance, coherence
or adequacy.
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FASD not
considered or
acknowledged

7 studies

(Doak et al., 2019;
Duquette & Stodel,
2005; Petrenko et al.,
2014; Salmon, 2008;
Sanders & Buck, 2010;
Thomas & Mukherjee,
2019; Watson et al.,
2013)

Minor concerns

All 7 studies had
partial or no
information on
researcher
reflexivity; 2
studies had
partial/unclear
ethics
considerations; 2
studies had
partial/unclear
data collection
methods; 2 studies
had unclear data
analysis

No concerns

1 study from
Australia, 3
studies from
Canada, 1 study
each from New
Zealand, U.S.
and U.K.

Perspectives
from a range of
caregivers were
represented (22

biological, 33

adoptive, 3
foster, 5
grandparents, 2
case/youth
workers)?!

Individuals
diagnosed with
FASD ranged in

age from 3-36yrs

No concerns

Clear and cogent
findings within
and across
studies

No concerns

Richness: sufficient
data to gain
understanding of
phenomena
described.

Quantity: 7 studies
contributed,
number of
participants ranged
from 5-31, total n
of 97

High

Did not rate down.
Minor concerns
related to
methodological
limitations, although
no concerns related to
relevance, coherence
or adequacy.

Diagnostic Assessment Process

Limited
availability of

3 studies (Petrenko et
al., 2014; Thomas &

Minor concerns

No concerns

Minor concerns

Minor concerns

Moderate

Rated down one level
due to minor concerns
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diagnostic
assessment
services

Mukherjee, 2019;
Watson et al., 2013)

All 3 studies had
no information on
research
reflexivity; 1 study
had partial
information on
data analysis

1 study each
from Canada,
U.S. and U.K.

Perspectives

from a range of
caregivers were
represented (6

biological
mothers, 24
adoptive/foste

parents)?!

Individuals

r

diagnosed with
FASD ranged in

age from 3-36
years)

Within studies:
clear and cogent
findings

Across studies:
minor
inconsistency
across studies —
each described
different
behaviours and
different ages of
children.

Richness: limited
data to gain
understanding of
phenomena
described

Quantity: 3 studies
contributed,
number of
participants ranged
from 5 to 31, total
n of 61

related to
methodology
limitations, minor
concerns about
coherence of findings
across studies, and
minor concerns
related to adequacy
due to limited data.

A safe and
supportive
environment
without
judgement is
validating and
empowering

2 studies

(Chamberlain et al.,
2017; Doak et al.,
2019)

Very minor
concerns

Both studies had
partial information
on researcher
reflexivity

Minor concern

2 studies from
Australia

(limited
geographic
spread)

S

No concerns

Clear and cogent
findings within
and across
studies

Minor concerns

Richness: data to
gain understanding
of phenomena
described.

Moderate

Rated down one level
due to very minor
concerns related to
methodological
limitations, and minor
concerns related to
relevance of the
samples and adequacy
of the data, although

20




Perspectives
from a range of
caregivers and

were
represented (4

biological, 1

adoptive, 4
foster, 5 legal

guardians, 3
grandparents)

Individuals with
FASD ranged in
age from 3-13yrs

Quantity: 2 studies

contributed,

number of

participants ranged

from 7-10, total n
of 17

no concerns related to
coherence.

2020)

All 3 studies had
only partial
information on
researcher
reflexivity

caregivers were
represented (10

3 studies from
Australia

(limited
geographic
spread)

Perspectives
from a range of

biological, 1

findings within
and across
studies

data to gain
understanding of

phenomena

described.

Quantity: 3 studies
contributed,
number of
participants ranged
from 7-15, total n
of 32

Strengths-based 3 studies Very minor Very minor No concerns No concerns High Did not rate down.

diagnostic ) concerns concerns Very minor concerns
(Chamberlain et al.,

reports are a related to

valuable 2017; Doak etal, [ d ich ffici methodological

cource 2019; Hamilton et al., Clear and cogent | Richness: sufficient

limitations and
relevance, although
no concerns related to
coherence or
adequacy.
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adoptive, 4
foster, 5 legal
guardians, and 8
grandparents)

Individuals with
FASD ranged in
age from 3-17yrs

Receiving the Diagnosis

Mixed emotions
and improved
insight

8 studies

(Chamberlain et al.,

2017; Doak et al.,
2019; Duquette &

Stodel, 2005; Hamilton

et al., 2020; Sanders &

Buck, 2010; Temple et
al., 2020; Thomas &

Mukherjee, 2019;

Watson et al., 2013)

Minor concerns

All 8 studies had
partial or no
information on
researcher
reflexivity; 2
studies had
unclear ethics
considerations; 1
study had unclear
data collection
methods and 3
studies had partial
or unclear data
analysis

No concerns

3 studies from
Australia, 4
studies from

Canada; 1 study

from U.K.

Perspectives
from a range of
caregivers and

individuals
diagnosed with
FASD were
represented (18
biological, 19
adoptive, 5
foster, 5 legal

guardians, 8

No concerns

Clear and cogent
findings within
and across
studies

No concerns

Richness: sufficient
data to gain
understanding of
the phenomena
described.

8 studies
contributed,
number of
participants ranged
from 7-31, total n
of 105

High

Did not rate down.
Minor concerns
related to
methodological
limitations, although
no concerns related to
relevance, coherence
or adequacy.
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grandparents, 20
adult
individuals)!

Individuals with
FASD ranged in
age from 1-45yrs

Did not rate down.

Means to receive
appropriate and
tailored support

6 studies

(Chamberlain et al.,
2017; Doak et al.,
2019; Duquette &

Stodel, 2005; Hamilton

etal., 2020; Temple et
al., 2020; Watson et

al., 2013)

Minor concerns

All 6 studies had
partial or no
information on
researcher
reflexivity; 1 study
had unclear ethics
considerations; 2
studies had
unclear data
analysis

No concerns

3 studies from
Australia, 3
studies from
Canada

Perspectives
from a range of
caregivers and

individuals
diagnosed with
FASD were
represented (11
biological, 14
adoptive, 6
foster, 5 legal

guardians, 10

grandparents,

and 20 adult
individuals)!

No concerns

Clear and cogent
findings within
and across
studies

No concerns

Richness: sufficient
data to gain
understanding of
the phenomena
described.

Quantity: 6 studies
contributed,
sample sizes ranged
from 7-31, total n

of 104

High

Minor concerns
related to
methodological
limitations, although
no concerns related to
relevance, coherence
or adequacy.
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Individuals with
FASD ranged in
age from 3-45yrs

Post-Assessment Adaptions and Needs

Aspirations and
apprehensions
about the future

2 studies (Chamberlain
et al.,, 2017; Doak et
al., 2019)

Very minor
concerns

Both studies had
partial information
on researcher
reflexivity

Minor concerns

2 studies from
Australia

(limited
geographic
spread)

Perspectives
from a range of
caregivers and

were
represented (4

biological, 1

adoptive, 4
foster, 5 legal

guardians, 3
grandparents)

Individuals with
FASD ranged in
age from 3-13yrs

No concerns

Clear and cogent
findings within
and across
studies

Minor concerns

Richness: data to
gain understanding
of phenomena
described.

Quantity: 2 studies
contributed,
number of
participants ranged
from 7-10, total n
of 17

Moderate

Rated down one level
due to very minor
concerns related to
methodological
limitations, minor
concerns about
relevance and the
geographical
representation, and
minor concerns about
adequacy of the data.
No concerns related
to coherence.
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Accessing 5 studies (Chamberlain Very minor No concerns Minor concerns No concerns High Did not rate down.

supports and etal., 2017; Doak et concerns Very minor concerns
services al., 2019; Hamilton et related to
al.,, 2020; Petrenko et 3 studies from Within studies: Richness: sufficient methodological
al., 2014; Watson et All 5 studies had Australia, 1 clear and cogent data to gain limitations and minor
al,, 2013) only partial study each from findings understanding of concerns related to
information on U.S. and Canada phenomena coherence of findings
researcher described. across studies,
reflexivity Across studies: although no concerns
Perspectives minor related to relevance
from a range of inconsistency Quantity: 5 studies or adequacy.
caregivers were across studies — contributed,
represented (12 sample sizes ranged
biological, 27 reasons for lack from 7-31, total n

of support varied
across studies

adoptive, 6 of 98
foster, 5 legal
guardians, 10

grandparents)?!

Individuals with
FASD ranged in
age from 1-36yrs

Note: Ratings for methodological limitations, relevancy, coherence and adequacy are no/very minor, minor, moderate, serious. Ratings for overall CERQual assessment are High, Moderate,
Low, Very Low confidence. 'Watson et al., 2013 did not provide n's for each caregiver type
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5. Limitations of the Review

Limitations to consider when interpreting the findings:

e Review findings are constrained to the data provided by the interviews and participants within the published
studies - only three studies specifically examined experiences of the FASD assessment and diagnostic process,
while the other seven studies reported on these experiences as part of a larger aim to examine experiences of
living with FASD. This is reflected in the low-moderate confidence ratings for the three themes relating to the
diagnostic assessment process.

e Only a small number of studies discerned the perspective of biological caregivers, Indigenous caregivers, and
adult clients, with no studies examining the perspectives of children/adolescents who undertook an
assessment for FASD.

e There was limited geographical representation with most included studies conducted in Australia and Canada.

6. Linking to Lived Experience Guideline Statements

The following lived experience guideline statements were developed from this systematic review and used in the
guidelines document. The guideline document defines these lived experience statements as actionable statements
derived from an evidence synthesis of lived experience and reviewed by the Guidelines Development Group. They
provide important guidance for health care providers to consider when providing assessment and diagnosis of FASD.

Guidelines Section: Assessment Process

Listen to and take seriously concerns raised by parents/caregivers about their child’s development and behaviour
in the context of prenatal alcohol exposure.

Provide or refer for assessment if a parent/caregiver is concerned about their child’s development in the context
of prenatal alcohol exposure.

To reduce barriers experienced by individuals and families, assessment can be provided across a range of settings.
This includes, but is not limited to, specialist FASD/ND-PAE services, child development services, adolescent and
adult private and public health services, primary care, mental health, disability, justice, and child protection
services.

Provide non-judgemental and non-stigmatising support that acknowledges and respects the individual’s and their
parent/caregivers’ experiences and concerns.

Guidelines Section: Holistic Formulation, Feedback, and Strengths-based Pathways

Understand that receiving a diagnosis can bring mixed emotions. Plan feedback and recommendations with this in
mind.

Assessment results help understand behaviour. When communicating outcomes, provide specific information and
examples clearly linking assessment results to observed or reported challenges in daily functioning to support
understanding and insight.

Recognise both an individual’s strengths and challenges to identify the most appropriate supports to enable positive
outcomes post-assessment.

Be mindful that parents/caregivers and family members can have concerns regarding their child’s future following
diagnosis. Provide recommendations for specific local services that can provide emotional supports.

Tailor feedback sessions and reports to individual and family needs, including relevant social and cultural factors.

When writing reports, emphasise the individual’s strengths and interests, while also addressing areas needing support.




When writing reports, prioritise recommendations that are important for the individual/family, and limit
recommendations to those that are practical and achievable in their household and community.
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Appendix 1
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Not lived experience (not
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Astley, S. J. (2010). Profile of the first 1,400 patients receiving diagnostic evaluations for
fetal alcohol spectrum disorder at the Washington State Fetal Alcohol
Syndrome Diagnostic & Prevention Network. Can J Clin Pharmacol, 17(1), e132-
164.

Not lived experience (not
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Not lived experience (not
perspective of parent, carer,
family, individual etc)
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process)
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No outcomes of interest (not
about diagnostic/assessment
process)
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Literature review only (is not a
research study or review of
research studies

Brown, J. D., & Bednar, L. M. (2003). Parenting children with fetal alcohol spectrum
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130-154.

Full-text not available
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Family Review, 8(1), 40-61. <Go to ISI>://W0S:000213541100006

No outcomes of interest (not
about diagnostic/assessment
process)
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Not lived experience (not
perspective of parent, carer,
family, individual etc)
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about diagnostic/assessment
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Literature review only (is not a
research study or review of
research studies
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about diagnostic/assessment
process)
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about diagnostic/assessment
process)
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about diagnostic/assessment
process)

Duquette, C., & Stodel, E. J. (2005). School experiences of students with Fetal Alcohol
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Full-text not available

Fry-Johnson, Y. (2008). Foetal alcohol spectrum disorders: Diagnoses impact a lifetime
for affected individuals, families and communities. Journal of Intellectual
Disability Research, 52, 738-738.

Not appropriate article type
(abstract, book chapter)

Gardner, J. (2000). Living with a child with fetal alcohol syndrome. MCN Am J Matern
Child Nurs, 25(5), 252-257.

No outcomes of interest (not
about diagnostic/assessment
process)
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No outcomes of interest (not
about diagnostic/assessment
process)
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Gordh, C., Nordin, V., Rangmar, J., Rydell, A. M., Wahlsten, V. S., & Hultcrantz,
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Not appropriate article type
(abstract, book chapter)

Jones, H. M., McKenzie, A., Miers, S., Russell, E., Watkins, R. E., Payne, J. M., Hayes, L.,
Carter, M., D'Antoine, H., Latimer, J., Wilkins, A., Mutch, R. C., Burns, L.,
Fitzpatrick, J. P., Halliday, J., O'Leary, C. M., Peadon, E., Elliott, E. J., & Bower, C.
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diagnostic instrument for fetal alcohol spectrum disorders in Australia. Health
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No outcomes of interest (not
about diagnostic/assessment
process)

Kapasi, A., & Brown, J. (2017). Strengths of caregivers raising a child with foetal alcohol
spectrum disorder. Child & Family Social Work, 22(2), 721-730.

No outcomes of interest (not
about diagnostic/assessment
process)

Kapasi, A., Makela, M. L., Hannigan, K., Joly, V., & Pei, J. R. (2019). Understanding
employment success in adults with Fetal Alcohol Spectrum Disorder. Journal of
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Full-text not available

Knorr, L., & Mclntyre, L. J. (2016). Resilience in the face of adversity: Stories from adults
with fetal alcohol spectrum disorders. Exceptionality Education International,
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Full-text not available

McDougall, S., Finlay-Jones, A., Arney, F., & Gordon, A. (2020). A qualitative
examination of the cognitive and behavioural challenges experienced by
children with fetal alcohol spectrum disorder. Res Dev Disabil, 104, 103683.

No outcomes of interest (not
about diagnostic/assessment
process)

McFarlane, A. (2011). Fetal alcohol spectrum disorder in adults: diagnosis and
assessment by a multidisciplinary team in a rural area. Canadian Journal of
Rural Medicine, 16(1), 25-30.

Not lived experience (not
perspective of parent, carer,
family, individual etc)

McLachlan, K., Andrew, G., Pei, J., & Rasmussen, C. (2015). Assessing FASD in young
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Population Therapeutics and Clinical Pharmacology, 22(1), E108-E124.

Not lived experience (not
perspective of parent, carer,
family, individual etc)
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No outcomes of interest (not
about diagnostic/ assessment
process)
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Walker, R. (2019). Overcoming the challenges of caring for a child with foetal
alcohol spectrum disorder: a Pilbara community perspective. Rural Remote
Health, 19(4), 5206.

No outcomes of interest (not
about diagnostic/assessment
process)
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research study or review of
research studies)
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about diagnostic/ assessment
process)
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about diagnostic/assessment
process)
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Not lived experience (not
perspective of parent, carer,
family, individual etc)
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about diagnostic/assessment
process)
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of program characteristics for preventing secondary conditions in individuals
with fetal alcohol spectrum disorders. J Popul Ther Clin Pharmacol, 21(2), e246-
259

No outcomes of interest (not
about diagnostic/assessment
process)
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Alcohol Spectrum Disorder. Developmental Disabilities Bulletin, 32(2), 125-139.

Literature review only (is not a
research study or review of
research studies

Pepper, J., Watson, S., & Coons-Harding, K. D. (2019). “Well where’s he supposed to
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